Patient experience (PX) is getting attention among researchers and healthcare service providers, but little is known about the experiences of child patients and how to explore those. This paper reports findings from a study in which two participatory research methods, photo elicitation and video diary, were applied to investigate the elements of children's PX in the context of children's hospital. The aim was to find out what elements constitute the PX of children aged 7-16 years. The research data were gathered in 2016-2017. Twenty-two child patients participated in the study: eight children aged between 7 and 10 in the photo elicitation part, and fourteen children aged from 10 to 16 in the video diary part. In the analysis, the data were first analyzed per research method but afterwards combined and analyzed together. Based on the analysis, four main themes of PX of children were identified: 1) hospital facilities and entertainment, 2) medical care, 3) social relationships with the hospital personnel and other people, and 4) feelings and coping with the illness. Feedback on the research methods from the participated children was mainly positive. Further work is needed to validate the findings and introduce new creative approaches to research PX of children of different ages.
Introduction
Engaging patients in the development of care services is fundamental when health care organizations strive to provide high quality services that are responsive to patients' needs. 1 Studies on patient experience (PX), which include the patient's perceptions across the whole patient journey, are increasingly published, but the perspectives of children have received little attention. 2, 3 There seem to be several reasons why researching the experiences of child patients and their participation in development activities in hospital are challenging. First, PX is an emerging concept. Researchers have suggested that PX is more than patient satisfaction alone and that PX contains the following aspects: continuum of care, focus on expectations, individualized care and alignment with patient-centered care principles. 4, 5 Moreover, it has been recognized that parts of experience that traditionally are not seen as related to health care have actually become interwoven as a patchwork to form something much greater. 6 Second, in pediatrics, the constraints of the hospital context are substantially increased. According to Bishop, 7 barriers to children's participation are formed because hospitals are constrained by several factors, such as organizational culture, skepticism toward qualitative research, access restrictions and ethical approvals. Bishop 7 claims that the demanding nature of the health care context is one of the reasons for the incomplete understanding of children's experiences of hospitalization.
To date, the value of children as informants of their own health seems to be poorly understood. 8 For example, a study conducted in 2011 in Finland 8 found that only 27% of child patients had been asked about their experiences of a health care visit. In the hospital context, children's rights 9 have a special role. The European Association for Children in Hospital has established a charter 10 to act as a guide for protecting the rights and well-being of sick children.
Some studies have explored the PX of children and teens in a hospital context. The studies have focused on experiences of hospitalization, [11] [12] [13] [14] [15] treatment of outpatients 16 and home care. 17, 18 With regard to the findings from a PX viewpoint, the studies identified topics of fear and worry, 11 themes about the physical environment, 13, 16 the importance of communication and the relationship with health care personnel, 16 the preference for home care, 17 the four groups of pain experiences of children 14 as well as how novel digital services for children and their families can improve the PX in a children's hospital. 15 Patient Experience Journal, Volume 5, Issue 2 -2018 In Finland, the interest toward PX has increased along with the construction of a new children's hospital in the capital region. 19, 20 Special attention has been paid to investigating the perspectives of children and their families with regard to hospital visits, care and treatment as well as everyday life with an illness. This paper aims to answer the following research question: What elements constitute the PX of children between 7 and 16 years of age? The paper presents findings from a study that was conducted in the context of a children's hospital in Finland and which focuses on the experiences of child patients between 7 and 10 years of age and teens aged 11 to 17 years. In the study, two participatory research methods were applied to investigate the elements of children's PX: photo elicitation and video diaries. The study is part of a larger research project called Lapsus, which has received permission from the ethical committee.
Background
When researching the PX of children, it is important to understand the background of children's cognitive development, how the experiences of children of different ages can be explored as well as the ethical considerations that have to be taken into account when approaching children as research subjects in a hospital.
Children's development and children as research subjects in a hospital
Prevailing theories of cognitive development demonstrate that children understand and perceive the world differently than adults or even children of different ages. As a child grows older, cognitive understanding evolves and eventually the child comes to comprehend the world in a way that is more similar to adults. 21 Piaget and Inhelder 22 divide children's cognitive development into four distinct stages, which every child undergoes in the same order: Sensorimotor stage (0-2 years), pre-operational stage (2-7 years), concrete operational stage (7-11 years) and formal operational stage (older than 11 years). These stages describe the average intellectual development as children's cognitive abilities, such as thinking, reasoning and language skills, evolve and become more sophisticated.
Greene and Hogan 23 have identified three special characteristics with child research: competence, power and vulnerability. Children's cognitive competences, such as thinking, understanding and communication, are still evolving. 23 Children might have limited ability with regard to logical reasoning and abstract thinking. 22 Another major distinction, when conducting research with children, is power difference. Children are used to being guided by adults and doing what is expected from them. 23 Thus, they are eager to please and strive to find answers, which they believe to be the right ones. [24] [25] [26] Children are vulnerable, and they might feel that talking with an unfamiliar researcher is intimidating. 25, 27 Thus, relieving tension and anxiety in the research situation is important. 21 However, studies have demonstrated that when suitable techniques are used, children are capable of credibly providing information about their own experiences, including aspects related to illnesses and hospitalization. 12, 16, 28 Ethical considerations are in place to ensure the dignity and safety of the child participants. 29 The aim of the study and the meaning of the consent have to be explained to the child in an age-appropriate manner. Further, the child needs an opportunity to ask questions of the researcher. 30 
Participatory research and creative methods
The essence of the participatory approach is the joint process of knowledge production between the researcher and the participant. 31 It attempts to tap into the participant's direct experiences as they are and give them value. 32 In the hospital context, participatory methods are still uncommon and not well accepted, 33 which is due to the ideological clash with participatory and medical paradigms. 34 PX is a complex concept and requires a holistic understanding of the patient. 5, 35, 36 Thus, commonly used research methods in hospitals, such as surveys, do not fit. 37, 38 Moreover, in order to appropriately facilitate children's participation and study their PX, child-friendly research approaches are needed. Many of the traditional research techniques may not be directly suitable for children. 33 However, researchers see potential in participatory methods and suggest employing them in evaluating hospital care with children. 34 
Methods
The study applied two methodological approaches to investigate the elements of children's PX: photo elicitation and video diary. The research information was presented both in verbal and written formats to the participating families. Besides the consent from the children's parents, special consent forms were designed for children of different ages (6-10, 11-14 and 15-17 years). It was emphasized that the child had the right to discontinue the study at any time and that participation to the study would not affect the treatment the child received. The data gathered in the study were used only by the researchers and the results were presented anonymously.
Photo elicitation
Photographs are able to provoke responses from research participants and provide a direct look into experiences that might not be easily articulated in other ways. 39 The use of photography in research increases children's attention span by capturing their attention for a longer period. 40 Children enjoy taking pictures and photography does not require any specific abilities. 25 It also gives structure for the subsequent interview. 41 Photographs can also reduce possible verbal obstacles, trigger memories and produce unpredictable information. 40, 42 However, the use of Patient Experience Journal, Volume 5, Issue 2 -2018 56 photography also comes with some disadvantages. It may lead participants to focus only on visible phenomena rather than abstract concepts. 43 Punch 25 also suggests that child participants may take pictures of spontaneous events of modest importance.
The photo elicitation part of this study focused on exploring the patient experiences of children between 7 and 10 years of age during hospitalization and investigating the suitability of the photo elicitation method. The photographs taken by the participants were not intended to stand alone. 33 Instead, the pictures were used as a starting point for a subsequent interview, in which the participants provided a verbal description of the pictures. 44 The data were gathered in August 2017 in two different units of the children's hospital in Helsinki. These two units focus on providing care for pediatric patients with longterm illnesses: The Day Hospital treats, for example, organ transplantation and cancer patients, and the Rehabilitation Unit treats children with physical or multiple disabilities. In both units, the patients' visits can last for several days, but they do not stay overnight in the hospital.
The pediatric patients were chosen for the study through purposive sampling. The nurse managers of the two units scrutinized the appointments made for August and listed potential children.
Before arriving at the hospital, potential families were contacted by phone to determine their willingness to participate in the study. The researcher met each of the participants twice: giving introductions soon after they had arrived at the hospital, and interviewing children before they were discharged. The child was asked to take five photographs of items, events or places they liked and, similarly, five photographs of things they disliked in the hospital. Children were provided tablet devices to independently take photographs when they wanted. Figure 1 illustrates the research setting and shows one participant taking a photograph. The actual photo elicitation interview was organized before the family left the hospital. The child led the discussion and presented the photographs individually to the researcher. As suggested by Mandleco 45 and Punch, 25 two main questions were asked about each picture: What does the photograph represent? Why did the child decide to take that particular photograph? Open-ended follow-up questions were asked about the themes that arose during the conversation. One researcher was present at all of the sessions and the children attended together with their parents. A pilot study was conducted with one child before starting the actual research.
Video diary
Cultural probes constitute a research method in which a probe package is intended to evoke responses and feelings in the participant. 46 One example of a probe is the video diary method, in which the participant produces video clips on given themes. The data gained through video diaries are in-depth, 47 especially when participants are children. 48 A video camera can act as a trusted friend 48 to whom they can talk about feelings and thoughts. 49 Visual documentaries provide a direct understanding of the participants and their observations and experiences. 50 Video diaries can provide information that is not possible to obtain through other research methods. 48, 51, 52 One reason for this may be that video diaries offer the possibility of investigating both verbal and nonverbal data. 53 Video diary clips convey the thoughts, feelings and actions of the participant over a longer period, 51, 52 and these clips can be watched several times. 53, 54 Video diaries, however, have been criticized as not empowering or spontaneous to all participants, since talking to the video camera may feel uncomfortable 54 or producing visual data may feel like a burden 55 to some participants. One limitation of the video diary method is the inability to ask the participant instant follow-up questions. 51 Thus, the reliability of the study depends on how well the researcher can verify the received information.
In this study, the video diary method was applied to explore the patient experiences of children between 10 and 16 years of age. The aim was to learn from the children themselves about the everyday experiences of living with a chronic illness, and to assess the applicability of the video diary method in a health care context.
The data were gathered between January and May 2016 in three outpatient wards of the children's hospital: rheumatism, diabetes and gastrointestinal diseases. The participants received a probe package, which can be seen in Figure 2 . The tasks in the binder were modified from McCarthy and Wright's categorization of experience. 56 For the next nine days, the participants recorded daily video diaries ( Figure 3 ) on the given themes: the composition of illness and the follow-up visits as well as the spatiotemporal, sensual, emotional and social dimensions of illness. Most of the tasks invited children to reveal their feelings toward the illness through drawing, constructing or storytelling. Few of the tasks included direct questions.
Within two weeks of returning the probe packages, the children were interviewed with supplementary questions to clarify possible shortcomings. Before starting the actual study, a pilot study was carried out with one participant to test the intelligibility of the tasks and the time required to finish the probe package
Data and analysis
In the photo elicitation study, the first meetings lasted approximately 10 minutes and the interviews lasted from 10 to 30 minutes. The photo elicitation data contain 64 photographs together with transcripts and recordings of the interviews. The eight participants were between 7 and 10 years of age and were patients in either the Day Hospital or the Rehabilitation Unit. The time period available to take photographs varied from one to three days, depending on the length of the child's stay at the hospital.
The video diary data, on the other hand, comprised the scanned task sheets, video clips and recorded interviews of the 14 participants, who were between 10 and 16 years of age. The video clips ranged from 3 seconds to 17.5 minutes in length, and were mostly 2 to 5 minutes long. The interviews ranged from 36 to 85 minutes and averaged 55 minutes.
In the analysis of the photo elicitation data, the themes of the photo elicitation interview were used as a basis for grouping the qualitative data. The focus was on the anonymized interview transcripts, in which the children described the photographs they took and gave meaning to their experiences. Positive and negative hospital experiences were analyzed separately. Similar issues from different interviewees were grouped together, resulting in the following categories: hospital facilities, entertainment, medical care, people and others.
In the analysis of the video diaries, the video clips, scanned task sheets and interview transcripts were utilized. The videos and task sheets were investigated and corresponding notes were made. With the help of ATLAS.ti software and an analysis framework consisting of 16 top-level codings, the qualitative data were analyzed anonymously, resulting in the following themes: hospital facilities, entertainment, everyday life with the illness, meaning of the illness, feelings related to the illness and hospital visits, and future hopes.
Afterwards, the two data sets were analyzed together. The video diary data were richer since they included more tasks and issues including outside the hospital context. In contrast, the photo elicitation study was conducted at the hospital. In order to make the two data sets comparable, only the themes related to the hospital were included in the analysis. Eventually, some of the themes were grouped together resulting in four main categories.
Results
Data and participants In total, 22 child patients participated in the study (see Table 1 ). All the participants had been diagnosed with a chronic illness and were recruited through the HUS Children's Hospital.
Children's experiences
Based on the analysis, four main themes of PX of children and teens were identified. These themes and related topics are shown in Table 2 together with the indication of the data source. Each of the four themes is described in more detail in the following subsections.
Hospital facilities and entertainment Good hospital facilities, especially entertainment, food and pleasurable wards, were respected both by the younger and older children. Toys, fun activities and digital entertainment devices to play games or watch movies were frequently stated as positive experiences. The older children identified puzzles and board games as entertaining. Other fun activities, such as playing the piano or doing arts and crafts, were highlighted in both age groups. Some of the older children were dissatisfied that most of the entertainment was targeted mainly for young children.
A hospital canteen and the opportunity to buy snacks made younger and older children happy. Also, the hospital food aroused positive feelings in younger children (N=3/8). However, the children considered the hospital environment quite negative: patient rooms, hospital beds and lack of privacy were disliked by most. They characterized the hospital environment as boring, unsettled and sickly. Nevertheless, the aquarium located in the hospital lobby received acknowledgement by younger children (N=2/8). Watching the view from the window was also perceived as nice. The older children elaborated that they would like the hospital to be more like home: paintings on the walls, plants, mats, pillows and more color (see Figure 4 ). Also, the older children indicated that they would like to have sofas and beds for parents to stay overnight.
Medical care Subjects related to medical care were the most frequently mentioned negative theme around children's PX. Among the younger children, treatment activities and medical equipment comprised the biggest negative experience category. In particular, invasive activities, such as inserting a cannula and taking samples, were perceived as unpleasant and painful (see Figure 5 ). Similarly, the older Rehabilitation unit** 3 -3 Long-term relationships with personnel are appreciated + 2 9
Hospital personnel are considered positive + 4 x
The personnel's way of interacting needs improvement: e.g. busy and uncompassionate personnel disliked -3
Hoped to be met holistically and as individuals x
Feelings and coping mechanisms
Relief and happiness after hospital visits + 1 11
Medical care has become a routine + 8
Suspense and discomfort -2 8
Annoyed about constant visits -5
Frightened by new things in the hospital -4
Receiving diagnosis: relief, annoyance or shock +/-2,3,2
Hoped for instant information about condition and treatment 2 *PE = Photo elicitation, the number of participants out of 8 is provided. **VD = Video diary, the number of participants out of 14 is provided. x = applies to this method, + = considered as positive, -= considered as negative. Patient Experience Journal, Volume 5, Issue 2 -2018 children disliked invasive activities, such as cortisone or insulin injections, that cause pain and bruises and restrict physical activity. Older children (N=8/14) hoped for noninvasive counterparts.
Children identified procedures with medical equipment, such as an infusion pump, MRI or ultrasound scanner, as causing negative experiences, because these devices restrict their normal physical activity. Additionally, the younger children mentioned dentist's appointments and removing an adhesive bandage as negative. Similarly, the older children perceived colonoscopies as nasty and a few participants complained that some medications are unpalatable and cause nausea.
Besides the negative aspects of medical care, younger children (N=4/8) also found some positive issues in the care activities: for example, physiotherapy and blood pressure measurement were considered as easy, fast and painless in comparison with other medical procedures.
The older children highlighted the impractical nature of the hospital visits and hoped they could be more convenient from the patient's perspective: no early morning appointments, which require them to wake up early, and shorter hospital visits. Additionally, they hoped to reduce the need for the patient to shuttle between different hospital units.
Well, this is when they inserted a cannula in me and I had to wait for a little before they came to do it. It's not really nice when they insert it. [...] Often it is put in already on the first day and then you need to sleep with it. And then it's quite annoying if they, for example, have to take it off and put it in again on the following day. (Girl, age 10)
Figure 4. Dream version of a hospital stay, created by a girl, age 10 (video diary)
[Shows a picture of toy cars] And this was also nice because I could play with those! (Boy, age 7)
It would be nice if there was something colorful. I love white, but for a child, I think it is really horrible to spend nights in a totally white room. Medical care Subjects related to medical care were the most frequently mentioned negative theme around children's PX. Among the younger children, treatment activities and medical equipment comprised the biggest negative experience category. In particular, invasive activities, such as inserting a cannula and taking samples, were perceived as unpleasant and painful (see Figure 5) . Similarly, the older children disliked invasive activities, such as cortisone or insulin injections, that cause pain and bruises and restrict physical activity. Older children (N=8/14) hoped for noninvasive counterparts.
Taking a blood sample makes me sick, nauseous. They almost never find the vein at once; instead, they have to stick me many times. It does not hurt that much, but I only think about the needle. (Girl, age 14) Social relationships with hospital personnel and other people Hospital personnel play a major role in the lives of chronically ill children. In the photo elicitation part of the study, younger children (N=4/8) took photographs mostly of their personal nurses, but also of other personnel. Most of these photographs included the participant themselves, either as selfies or as a picture taken by parents (see Figure  6 .)
Both the children and the teens appreciated the long-term relationships with the hospital personnel and that they had a personal nurse and doctor. They characterized the personnel as familiar, fun, friendly, fast and nice to talk with. The older participants wanted to be met as individuals and acknowledged holistically. They appreciated if hospital personnel asked them about issues outside illness, for example, about school or hobbies. The children also wanted the information to be explained to them in a positive way. In comparison, the personnel received criticism if they were in a hurry, snapped, focused merely on the illness, did not meet the child empathetically or had the child undress in front of a doctor of the opposite gender. Most of the older participants were satisfied with the personnel, but a few felt the personnel needed to improve their ways of meeting and talking to them.
Some of the teens (N=5/14) mentioned that they liked their parents to be able to stay at the hospital with them. Some teens (4/14) appreciated that the doctors first met only them and afterwards the parents were invited to join.
The older children mentioned their social environment as important: family members, relatives, friends and peers. Family members and close friends helped the participants both in coping with the illness and in practical issues related to the treatments. Feelings and coping mechanisms of children with illnesses Visits to the hospital evoked an emotional experience dimension in the children. Suspense was one of the most common feelings the children encountered. Suspense and discomfort were present in the photographs of the younger children portraying situations of waking up from anesthesia, leaving for a medical operation and having to wait (see Figure 7 ). The older participants felt suspense before the follow-up visits at the hospital, because they were worried if the doctor would have negative news about their condition and illness. Some (N=4/14) older children said that they felt strained in the beginning of the illness and when encountering new types of examinations.
In the older children receiving the diagnosis evoked More than half of the older participants (N=8/14) stated they had learned to live with their illness and that followup visits and treatments had already become a routine for them. The study data revealed that participants hoped to receive all the necessary information easily from one place. Some participants claimed that they were not afraid (N=6/14) but enjoyed the visits to the hospital and that their everyday life is enjoyable despite of the illness (N=2/14). In contrast, five of the 14 older participants (N=5/14) were sad and annoyed that they had the followup visits so often. Most of the older children expressed that they were relieved and happy when the visit was over, and they got to know the status of the illness and how the treatment continues. One younger child also mentioned that the routine of going to a fast-food restaurant after the hospital visit was rewarding after such a stressful day. Feedback on the research methods Photo elicitation method: The participants between 7 and 10 years of age gave mainly positive feedback about the photo elicitation part of the study. For the overall assessment, most of them (N=7/8) reported that it was nice to take part in the study and said that they would like to perform the photography task again if they were given the chance (N=6/8). However, many (N=6/8) perceived it as somewhat difficult to choose what to take photographs of. Most commonly, negative photographs were perceived more difficult to come up with and positive subjects were easier to discover. Children's feedback about the study was brief, and the participants characterized the study mostly with the adjectives "nice" and "fun." One child felt that participating was somewhat stressful and one highlighted that the time period for accomplishing the task was too short. Video diary method: More than half of the participants (N=8/14) considered that the video diary method was well-suited for investigating the PX of children, and they were pleased with the tasks. Five of the participants mentioned that the method was more fun and probably provided more insights than an interview or survey would have. However, some participants would have preferred a survey or an interview, either face-to-face or via Skype, since interviews were perceived to be easier and faster.
Overall, it was appreciated that the tasks and video clips could be conducted in the privacy of the home and the children could spend as much time as needed. Five participants considered the length of the study convenient, whereas three participants would have liked the study to last one or two days less. The use of the method was evaluated more elaborately earlier. 15
Discussion and conclusions
The study identified four main themes of PX of children related to hospitalization: 1) hospital facilities and entertainment, 2) medical care, 3) social relationships with hospital personnel and other people, and 4) the feelings and coping mechanisms of sick children. Each of these themes includes positively and negatively perceived subtopics. Many of the topics presented in Table 2 came from the analysis of both data sets, while some topics occurred only in the photo elicitation or video diary data. Figure 8 presents the common topics for both data sets. Our findings suggest that these form the common elements of PX for children between 7 and 16 years of age.
Even though many mutual PX topics were found for children of different ages, some variation arose. For example, the video diary data on teens' PX indicated more topics. This is probably due to the fact that teens are more capable of deeper reflections about their experiences, whereas younger children express themselves in a simplified way. The teens also brought up abstract issues and phenomena that were not directly observable in the situation. Social relationships emerged as an important topic, particularly for teens. This was not seen in the photo elicitation results of the younger children, although probably having their parents in the hospital is highly important to them. Possibly, younger children considered the presence of parents as self-evident and were not yet capable of thinking about the possibility of staying in the hospital alone.
Overall, the findings suggest that the hospital experience of children is not invariably negative. The younger participants took more positive photographs; moreover, the majority reported that it was easier to discover positive issues during the hospital visit. Also, the teens were satisfied overall with their hospital visits. They brought up important issues from their everyday lives and, therefore, it seems they define life not through the illness but through everyday events. These findings correspond with previous studies that show that children's positive perceptions in the hospital can outweigh the negative ones. 3, 13 The findings of this study seem to be consistent with earlier research. Issues related to entertainment [11] [12] [13] 16, 17 and hospital facilities 11, 13, 16 have been recognized in other studies. Additionally, hope for a friendly and respectful interaction with hospital personnel has been identified previously. [11] [12] [13] 16 Furthermore, the reported findings correspond with earlier observations on the negative nature of invasive devices and procedures, 11, 12, 14 the importance of the presence of parents or family, [11] [12] [13] the continuity of the health care personnel, 13, 16 contemplating the diagnosis 12 and longing for privacy. 16 It should be noted that the use of different research methods may have influenced the study results: in the photo elicitation method, the children were allowed to take pictures in the hospital of anything they pleased. Alternatively, the video diary method had narrower assignments and the video clips were filmed at home. Due to the varying approaches, the differences between the experiences of younger and older children cannot be directly concluded from the results. Additionally, the sample of the study was quite small, therefore conclusions have to be made cautiously. The relatively high rejection rate (59%) of the video diary study may have also influenced the results of the study: of all the contacted families, 20 declined -14 of them were boys. Reasons for rejection were lack of time or motivation and personal reasons. In contrast, only one family refused to take part to the photo elicitation part. Still, the rejection rate could not be directly linked to the used method.
The strength of the participatory methods used in this study is that they provide insights on why children and teens appreciate and value some topics or why they dislike and fear other topics. We presented four common elements of PX of children and teens, but equally the methods reveal thoughts and insights outside the mainstream. In this study a teen appreciated the few days spend in hospital because it gave her the chance to rest. Respectively, the study demonstrated that a construction site does not necessarily mean noise and disturbance but can offer amusement, and a seemingly neutral hospital pajama can evoke a gloomy feeling. Hence, we think that photo elicitation and video diaries can be used to gain a deeper understanding about both positive and negative elements related to PX of children and teens -and why not even adults. These methods can be altered to make them easier and more convenient for hospitals to use. Hospitals can ask patients to record video clips and take photographs on a specific theme they want to understand better. By including more interactivity and gamification in the methods, participation might get more interesting.
Still, more research on the topic needs to be undertaken to increase the understanding of the PX of children and what kind of methodological approaches should and could be applied to study the experiences of children of different ages. Validation and further research on the suggested four main themes of children's PX related to hospitalization is an important issue for future work. Furthermore, this study focused on children between 7 and 16 years of age. A further study with particular focus on children under 7 years of age is therefore suggested.
